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"The  single  most 
frustrating  and 
anxiety-producing 
part  of  having  a 
disabled  child  is  not 
the  child,  but  getting 
services  to  meet  his 
needs.  And  getting 
support  for  his  family, 
who's  in  desperate 
need  at  all  times,  or 
most  of  the  time,  just 
trying  to  get  through 
and  to  keep  some 
normalcy  in  our 
lives." 


people  with  disabilities  speak  out 


A  Study  by  Linda  I.  Isaacs,  Ph.D.,  and  Jack  A.  Clark,  Ph.D. 
Funded  by  the  Massachusetts  Developmental  Disabilities  Council 


$ep 


'ft 


7 


% 


'setts 


Life  Lines 


people  with  disabilities  speak  out 

A  Study  by  Linda  I.  Isaacs,  Ph.D.,  and  Jack  A.  Clark,  Ph.D. 
Funded  by  the  Massachusetts  Developmental  Disabilities  Council 


Photography  and  Design: 
Daniel  L.  De  Hainaut 

Editor: 
Thomas  Klely 

Consultants: 

Elliot  G.  Mlshler,  Ph.D. 

Marsha  Saxton 

Irving  Kenneth  Zola,  Ph.D. 

Research  Assistants: 
Paula  Brown  Doress 
Krystal  Kaiser,  Ph.D. 
Jonathan  Margolis 
Karen  Mosher 

Advisory  Board: 

Rhoda  S.  Goodwin,  Ph.D. 

Catherine  Kohler  Riessman,  Ph.D. 

Melvln  Ritter 

Mildred  Zanditon 

With  Thanks  To: 

Massachusetts  Mental  Health  Research  Corporation 

American  Institutes  for  Research 

Letter  Perfect 

And  Special  Appreciation  To 
The  Study  Participants 


Introduction 

Barbara  is  the  mother  of  a  two  year  old  girl  with 
congenital  muscular  dystrophy.  Marie  is  the  mother  of  a 
twenty-three  year  old  man  with  a  severe  head  injury. 
Claire  is  a  forty-four  year  old  woman  with  epilepsy  and 
learning  difficulties,  who  works  as  a  technical  writer  for 
a  computer  firm. 

These  are  three  of  the  fifty  people  who  participated 
in  the  Developmental  Disabilities  Awareness  Project. 

The  Project  provided  an  opportunity  for  citizens  with 
developmental  disabilities,  and  the  family  members  who 
care  for  them,  to  speak  for  themselves  about  their  lives, 
the  problems  they  encounter,  and  the  ways  in  which 
they  have  managed  to  solve  those  problems.  The 
participants  represent  a  broad  spectrum  of 
developmental  disabilities  as  well  as  ethnic  and 
economic  backgrounds,  and  reside  in  31  communities 
spanning  the  Commonwealth  from  Martha's  Vineyard 
to  Williamstown. 

They  told  project  interviewers  stories  of  manifold 
troubles,  remarkable  solutions,  and  a  disturbing  number 
of  defeats  in  seeking  education,  employment,  respite 
care  and  a  variety  of  other  services.  Their  collected 
stories  describe  a  Commonwealth  that,  while  providing 
an  array  of  public  and  private  services,  has  created  a 
system  that  often  lacks  accessibility  and  coherence.  At 
times,  needed  services  simply  do  not  exist. 


Copyright  ©  1988  Linda  I.  Isaacs  and  Jack  A.  Clark 


Children  with  Disabilities 

and  Their  Parents 


"I  think  the  hardest 

thing  for  us  is  the 

energy  level  it  takes 

in  managing  Kevin. 

And  I  know  we  are 

not  alone.  If  we  get 

even  less  than  what 

we  get  now,  Kevin 

would  not  be  in  as 

good  shape  as  he  is 

in  physically  and 

mentally,  because 

we  wouldn't  be  in 

as  good  shape 

either." 


Parents  of  children  with  disabilities  face  many  service  obstacles. 

In  Massachusetts,  most  children  with  developmental  disabilities  live  at 
home.  The  responsibility  for  caring  for  the  child's  many  needs  falls  upon  the 
parents,  especially  the  mothers.  All  parents  know  how  demanding  raising  a 
child  can  be,  but  the  parents  of  children  with  developmental  disabilities  face 
much  greater  and  more  extensive  demands.  The  parents  in  this  study  identify 
four  primary  difficulties  that  complicate  the  already  burdensome  task  of 
meeting  those  needs. 


•  Medical  care  providers  do  little  to  help  parents  to 
understand  or  cope  with  children  with  disabilities. 

•  Programs  for  children  with  developmental  disabilities 
are  difficult  to  locate  and  still  more  difficult  to  enter. 

•  Respite  care  for  the  burdened  parents  is  woefully 
lacking. 

•  Schools  often  fail  to  provide  state-mandated  services 
to  children  with  developmental  disabilities. 

Medical  Care  Providers 

Shock,  confusion,  frightened  uncertainty:  these  are  the 
emotions  that  parents  remember  as  they  describe  how 
they  first  learned  of  their  children's  disabilities.  They 
remember  how,  in  an  effort  to  cope  with  these 
devastating  emotions,  they  sought  to  understand  their 
child's  condition.  They  first  turned  to  health  care 
professionals  for  help. 

Consistently,  the  parents  of  children  with 
developmental  disabilities  say  that  they  had  trouble 
getting  physicians  to  talk  with  them,  hear  their 
questions,  and  give  them  clear  answers  about  what  was 
the  matter  with  their  child. 

Worse,  parents  complain  that  once  the  child's 
condition  is  recognized  physicians  often  fail  to  offer 
practical  advice  or  to  make  referrals  to  appropriate 
programs.  Donna,  the  mother  of  a  brain  damaged  child, 
recalls  how  a  neurologist  advised  her  about  early 
intervention  programs.  Following  his  diagnosis  of  her 
son's  disability,  the  neurologist  "mentioned  something 
about  early  intervention." 

"I  had  never  heard  the  word  before.  He  didn't  direct 
me  in  terms  of  where  I  should  go  to  find  whatever  this 
early  intervention  was....  He  didn't  bother  to  write  it 
down  or  call  somebody  and  have  them  call  us.  It  was 
just  a  very  cold  remark  given  as  we  were  walking  out 
the  door  of  his  office  in  a  state  of  mourning." 

Without  guidelines  or  support,  Donna  says,  she  began 
a  day-by-day  struggle  to  find  information  and  services. 
She  studied  materials  on  her  son's  disability;  tried  to 
identify  what  she  "needed  to  do  for  him 
therapeutically;"  sought  out  parents  who  had  children 
with  similar  disabilities;  and  "searched  high  and  low  for 
a  program  that  might  help  him." 

Nancy,  the  mother  of  a  profoundly  retarded  child,  says 
that  the  physicians  she  consulted  were  not  only 
unhelpful  but  pessimistic.  She  theorizes  that  her 
physicians'  harsh  diagnoses  were  attempts  to  be 
"honest  about  the  fact  that  it  was  a  very  severe 
problem....  There  was  no  optimism  in  any  of  it.  And  that 
was  sad.  Because  they  were  wrong." 


Early  Intervention  Programs 

Left  on  their  own  to  discover  whatever  resources  they 
can,  parents  must  find  ways  to  link  up  with  institutional 
supports.  Sometimes  through  luck,  and  often  despite 
delays  and  frustrations,  parents  successfully  locate  an 
early  intervention  program. 

Early  intervention  programs  offer  the  parents  of 
children  with  developmental  disabilities  a  variety  of 
needed  services— parent  support  groups;  mother-baby 
groups;  toddler  classrooms;  home  intervention  visits;  and 
so  on.  Empathic  and  knowledgeable  professionals 
provide  support  and  understanding  for  parents,  perhaps 
for  the  first  time. 

Susan,  the  mother  of  a  three  year  old  with  cerebral 
palsy  is  enthusiastic  about  the  E\  program. 

"When  we  moved  from  Boston  to  Brookline  we 
switched  Early  Intervention  centers....  The  Brighton  El 
center  made  our  move,  in  terms  of  my  son's  services, 
really  simple....  They  are  fabulous....  They  assessed  him, 
did  what  they  said  they  were  going  to  do.  They 
provided  him  with  wonderful  services....  They  made 
wonderful  attempts  to  really  get  to  know  the  family 
and  him.  It  was  a  really  great  experience." 

These  services  soothe  parents'  uncertainties  and  fears. 
Involvement  with  an  array  of  professionals  enables 
parents  to  understand  their  child's  diagnosis  and 
prospects  for  the  future.  The  program  also  provides 
parents  with  practical  advice  on  how  to  work  at  home 
with  their  child,  as  well  as  confidence  to  advocate  for 
services  in  the  future. 

Sally,  the  mother  of  a  six  year  old  girl  with  aphasia 
remembers  the  Early  Intervention  program  as  the  "right 
placement"  for  both  mother  and  daughter. 

"I  learned  [in]  the  year  I  was  with  Cynthia  there  [to] 
understand,  learn,  and  even  participate  in  Cynthia's 
school  and  Cynthia's  therapy  and  Cynthia's  work.  I  was 
able  to  come  back  home  and... understand  more  what 
you  do.  There's  a  lot  of  helpless  feeling.  But  when  they 
explained  things  to  me  I  could  see  my  child  and 
understand.  When  they  worked  with  my  child... I  could 
see  how  things  change." 
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Respite  Care 


The  mothers  of  children  with  disabilities  are  case 
managers,  advocates,  therapists,  recreation  counselors, 
companions — as  well  as  mothers.  Some  also  manage  to 
work  outside  the  home.  Juggling  these  many  roles 
twenty-four  hours  a  day,  seven  days  a  week,  it  isn't 
surprising  that  mothers  often  wish  for  relief. 

A  few  hours  break  is  precious  and  days  off  are  rare. 
One  mother  notes  that  she  had  not  had  a  vacation  in 
twenty  years;  another  speaks  wistfully  of  wanting  to 
'just  get  out  and  go  for  a  walk"  with  her  husband. 

But  obtaining  respite  care  is  very  difficult.  Agencies 
that  provide  respite  care  may  be  underfunded  or 
understaffed,  or  they  may  not  actively  promote  this 
service.  Susan — despite  her  happy  experiences  in  early 
intervention  programs— says  she  discovered  respite  care 
by  accident.  Marjorie,  the  mother  of  a  six  year  old  boy 
with  epilepsy,  echoes  Susan's  story.  Marjorie  says  that 
respite  care  had  been  available  in  her  community  for 
years  before  any  of  her  service  contacts  revealed  its 
existence  to  her. 

Parents  say  many  of  the  respite  services  offered  by 
agencies  are  limited;  emergency  services  are  almost 
non-existent;  and  qualified  workers  are  difficult  to  find. 
In  some  cases  the  agencies  cannot  provide  the  actual 
respite  workers— that  still  remains  the  mother's 
responsibility. 

"It's  quite  a  burden  to  have  to  go  out  and  look  for 
your  own  respite  workers  when  you're  busy  working 
and  taking  care  of  your  special  needs  child,"  says 
Donna.  But  she  suggests  that  parents  may  be  "better 
served  when  they  find  their  own"  respite  workers.  This 
enables  parents  to  control  the  quality  and  scheduling  of 
the  care  and  to  arrange  better  services  than  some 
agencies  are  able  to  provide. 


Education 

Schools  in  Massachusetts  must  provide  through 
Chapter  766,  the  state  special  education  law,  a  host  of 
services  to  children  with  disabilities — including  physical, 
occupational,  speech  and  hearing  therapy.  But  many 
parents  \n  this  survey  report  difficulties  in  obtaining  these 
services. 

One  parent  notes  that  her  daughter  must  shuttle 
between  three  different  schools  to  participate  in  activities 
and  pre-vocational  programs.  Other  parents  report  that 
such  accommodations  as  ramps  for  wheel  chairs  are 
lacking  at  their  schools.  In  one  instance,  the  mother  of  a 
girl  with  spina  bifida  says  that  when  she  complained 
about  her  child's  mobility  problems,  school  officials  told 
the  mother  that  she  would  have  to  come  to  school  and 
assist  her  daughter  up  and  down  stairways. 

Several  parents  describe  difficult  encounters  with 
school  officials  who  simply  do  not  understand  or 
appreciate  their  child's  special  needs.  In  some  cases 
teachers  and  other  staff  members  have  never  had  to 
deal  with  a  particular  problem,  such  as  epilepsy,  and  the 
parent  has  had  to  teach  them  how  to  manage  seizures 
without  panicking.  Sadly,  a  few  parents  say  they  have 
encountered  special  education  teachers  who  adhere  to 
rather  narrow  guidelines  for  providing  services,  and  fail 
to  recognize  the  special  needs  of  individual  children. 

Many  parents  find  they  must  act  as  advocates  for  their 
children  in  order  to  obtain  special  needs  services.  Parents 
say  this  involves  trying  to  work  with  busy  and 
occasionally  intimidating  school  officials  and  trying  to 
understand  educational  jargon  or  the  confusing 
language  of  Chapter  766  regulations.  Sometimes  parents 
must  directly  challenge  the  schools,  or  remove  their 
children  from  them. 


Dependent  Adults 


"There  should  be 
something  [for 
adults  with 
disabilities]  besides 
what  they  call  a 
pseudo-workshop, 
when  they  put  the 
black  checkers  here 
and  the  red 
checkers  there  and 
then  they  put  them 
in  the  basket  and 
put  them  back 
again." 


From  child  to  adult— persons  with  disabilities  and  their  families 

encounter  new  difficulties. 

The  end  of  formal  schooling  signals  a  turning  point  in  the  lives  of  young 

adults  with  disabilities.  They  graduate  from  the  few  special  education 

services  available  through  the  schools,  into  new  and  perplexing  social 

settings.  Parents  once  again  act  as  advocates,  seeking  both  vocational  and 

recreational  services  for  their  adult  children.  Additionally,  parents  try  to  help 

their  children  to  form  new  social  relationships,  or  even  another  place  to  live. 


6    Dependent  Adults 


•  Vocational  programs  may  offer  skills,  social 
involvement,  and  hope,  but  too  often  real  job 
preparation  is  lacking;  actual  job  opportunities  are 
scarce. 

•  Persons  with  disabilities  are  often  denied  the  personal 
and  social  benefits  of  recreational  activities;  facilities 
may  be  inaccessible  and  special  programs  hard  to 
find. 

•  As  their  parents  grow  older,  persons  with  disabilities 
face  difficult  problems  in  finding  new  homes. 


Vocational  Programs 

Vocational  programs  provide  training,  social 
involvement,  and  a  source  of  self-esteem  for  adult 
children  with  disabilities,  as  well  as  a  form  of  daytime 
respite  for  their  parents. 

Parents  generally  give  these  programs  good  reviews, 
but  tempered  with  some  criticism.  The  mother  of  a  37 
year  old  man  with  autism  says  her  son  currently  spends 
his  time  unwrapping  packages  of  defective  soap  for  a 
major  soap  manufacturer.  She  carefully  monitors  the 
level  of  challenge  her  son  faces  at  work,  noting  that  it 
has  fallen  too  low  on  occasion. 

A  similar  concern  perplexes  the  mother  of  a  25  year 
old  woman  who  has  learning  disabilities,  emotional 
problems,  and  chronic  renal  failure.  Her  daughter  is 
restricted  to  bench  work,  which  presents  the  wrong  kind 
of  challenges.  Her  daughter  is  easily  distracted  when 
engaged  in  simple,  repetitive  tasks.  She  needs  more 
variation  and  more  social  involvement.  In  fact,  she  was 
trained  as  a  hospital  messenger,  and  would  qualify  for  a 
paid  job  doing  this  were  one  available.  Unfortunately, 
reduced  hospital  budgets  have  left  her  at  the  bench. 

The  parents  of  adult  children  who  are  unemployed 
and  not  enrolled  in  vocational  programs  expressed 
pessimism  about  their  children's  vocational  prospects. 
There  simply  aren't  enough  vocational  programs,  or 
enough  appropriate  jobs  in  this  state  for  their  children.  A 
30  year  old  man  with  organic  brain  disease  stemming 
from  a  head  injury  has  worked  a  total  of  nine  months  in 
his  life.  He  lost  one  job  raking  leaves  when  his  boss 
decided  he  needed  too  much  supervision,  and  he  was 
the  first  to  be  laid  off  from  a  job  at  a  resort  when 
business  slowed.  Now  he  spends  his  time  at  home, 
uninvolved  in  any  vocational  activity  or  training,  but 
awaiting  the  next  little  job  opportunity. 

On  the  other  hand,  the  parents  of  adult  children 
enrolled  in  vocational  programs  were  guardedly 
optimistic  about  their  children's  futures.  The  programs 
seem  to  offer  hope.  The  mother  of  a  21  year  old  man, 
who  is  mentally  retarded  with  cerebral  palsy,  said  that  in 
spite  of  her  son's  substantial  disabilities  (he  is  not  bowel 
trained  and  he  has  the  use  of  only  one  arm),  he  remains 
happy  in  the  program.  His  mother  hopes  that  a  simple 
job  awaits  him.  "It's  a  door  that  is  not  shut,"  she  says. 
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Recreation  and  Social 
Relationships 

School  is  the  link  to  a  larger  social  world  for  many 
children  with  developmental  disabilities.  When  school  is 
over,  long-term  friendships  may  weaken  or  end.  Many 
parents,  concerned  about  their  adult  children's  growing 
isolation,  seek  out  alternative  social  and  recreational 
activities. 

Some  families  participate  in  programs  run  by  such 
organizations  as  the  YMCA,  the  Association  for  Retarded 
Citizens,  or  the  Easter  Seal  Society.  These  programs  offer 
organized  social  events  like  dinners,  movies,  weekends 
away,  or  camping.  Yet  often  the  program  sponsors 
cannot  provide  adequate  supervision  or  transportation  to 
program  events. 

Usually  families  provide  the  only  recreation  their 
children  enjoy  Parents  can  be  creative  in  finding  or 
inventing  an  astonishing  array  of  recreational  activities, 
including  such  athletic  activities  as  basketball, 
swimming,  bowling,  golf,  biking,  skating,  and  trout 
fishing.  Jean,  the  mother  of  a  young  girl  with  cerebral 
palsy  says  bluntly: 

"[Recreation  is]  always  with  us.  We  have  to  provide 
it.  We  take  her  to  dinner.  We  take  her  to  sporting 
events.  We  take  her  to  the  movies.  We  just  took  her  to 
Florida.  It's  whatever  we  provide." 

But  parents'  efforts  are  often  fraught  with  difficulties. 
For  example,  popular  sports  arenas  do  not  have 
sufficient  handicapped  parking  spaces,  special  seating  or 
wheelchair  accessibility. 

A  parent's  role  as  recreational  counselor  diminishes 
with  age.  Jean  says  that  she  can  no  longer  take  her 
daughter  to  the  beach — an  outing  her  daughter  always 
enjoyed  immensely — because  Jean  can  no  longer  push 
the  wheelchair  uphill,  or  through  the  sandy  paths  to  the 
seashore. 

Parents  also  worry  about  their  child's  loneliness  and 
lack  of  social  opportunities,  including  companionship  or 
dating.  The  mother  of  a  25  year  old  woman  with 
learning  and  emotional  problems  and  a  kidney 
condition  wishes  that  her  daughter— in  addition  to 
attending  dances  and  socials — had  a  way  of  making 
friends. 

"I  think  it  is  hard  for  her  to  develop  the  kind  of  give- 
and-take  relationship  that  friendship  involves.  I  think 
she  is  so  yearning  for  attention  from  the  opposite  sex 
that  it  distracts  her  from  developing  friendships  with 
other  young  women....  And  I  think  that  most  of  the 
young  people  with  whom  she  comes  into  contact  are 
also  needy  and  therefore  not  terrifically  able 
to...develop  true  friendships." 


Finding  a  Home 


The  mother  of  Nicholas,  a  23  year  old  man  who  is 
deaf,  blind,  and  mentally  retarded,  summarized  parents' 
concerns  about  residential  placement  for  their  adult 
children. 

"When  my  mother  passed  a  way... my  respite  care 
crisis  became  evident....  There  was  my  husband  and 
myself  and  we  couldn't  get  anybody  to  come  in  for 
Nicky...  When  you  lose  someone  you  love  you  begin  to 
think  of  what  will  happen  to  you....  We  realized  we 
have  to  plan  for  Nicky's  future.  It  would  be  kinder  fto] 
establish  a  home  for  him  while  we're  alive  and  assist 
him  in  learning  to  live  with  it... than  have  him  lose  us 
and  lose  his  home  at  the  same  time." 

Parents  face  many  problems  in  locating  an 
appropriate  and  lasting  placement  for  their  child.  They 
want  a  stable,  \oving  home.  However,  too  often  they 
have  to  contend  with  placements  that  are  wrong  for 
their  child.  A  young  woman  with  epilepsy  and  hearing 
and  emotional  problems  has  been  consigned  to  a 
nursing  home.  Another  young  woman  with  epilepsy  is 
forced  to  reside  in  a  facility  for  persons  who  are 
mentally  retarded.  A  young  man  with  severe  brain 
damage  due  to  a  head  injury  eventually  got  into  the 
appropriate  facility  after  much  work  by  his  mother — but 
the  facility  is  six  states  away. 

The  mother  of  one  of  the  young  epileptic  women 
notes  the  limitations  of  her  daughter's  placement: 

"The  interesting  thing  is,  Linda  could  enjoy  things 
and  she  does  not  do  them,  not  because  of  her  disability 
[but]  because  she  needs  supervision.  She  could  do 
golfing  or  miniature  golfing  if  she  had  someone  to  take 
her....  She's  been  brought  up  to  go  to  Temple,  [and 
cannot  attend]  unless  she  comes  home.  I'm  the  one 
that  takes  her." 

Two  parents— Nicholas's  mother  and  the  mother  of  a 
27  year  old  man  disabled  by  cerebral  palsy  and  mental 
retardation — take  considerable  pride  in  their  efforts  to 
overcome  a  variety  of  problems  in  the  existing  system. 
Their  dramatic  solution  to  the  problem  of  residential 
placement  was  to  build  their  own  facility.  But  they  say 
parents  should  no  have  to  do  everything  themselves. 

One  of  them  observes  that  "there  are  a  lot  of  people 
[with  disabilities]  out  there  who  are  going  to  be  left 
alone"  when  their  parents  age.  Where,  then,  will  they 
go?  "I  don't  know  what  the  Commonwealth  is  going  to 
do,"  she  says.  "I  think  the  Commonwealth  has  got  to 
take  some  responsibility  and  get  procedures  started 
which  will  provide  for  everyone  who  is  unable  to  live 
alone  or  even  semi-independently" 
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Independent  Adults 


"I  worry  about  living 

arrangements  in  the 

future,  because  I  do 

not  want  to  live 

alone  and  I  do  not 

want  to  be  in  a 

nursing  home.  And 

the  in-between 

services  don't  yet 

exist." 


Learning  to  cope  in  a  larger  world. 

Most  adults  with  disabilities  want  to  live  as  independent  members  of  the 
human  community.  They  would  like  to  have  their  own  home  or  apartment,  a 
job,  and  often  a  family  of  their  own.  However,  they  need  special  services 
and  accommodations  in  order  to  realize  their  dreams. 


•  While  living  independently  may  require  special 
household,  personal  care,  and  other  arrangements, 
the  money  to  pay  for  them  is  often  lacking  and 
services  are  unavailable. 

•  A  disability  presents  special  problems  in  working  and 
often  limits  opportunities  for  challenging  and 
rewarding  employment. 

•  Transportation  is  a  relentless  problem:  mass  transit  is 
frequently  inaccessible  and  special  transportation 
services  tend  to  be  unreliable. 

Living  Independently 

Persons  with  disabilities  need  special  arrangements, 
such  as  ramps  for  access  by  wheelchairs,  or  other 
environmental  modifications  for  the  deaf  or  the  blind. 
For  example,  one  deaf  woman  with  a  fragile  bone 
condition  has  a  flashing-light  device  attached  to  her 
doorbell  and  her  smoke  detector.  In  another  instance, 
when  Bernie,  a  59  year  old  man  with  cerebral  palsy, 
moved  into  his  family's  home,  the  house  was  renovated 
expressly  for  him.  The  family  widened  the  door  to  his 
first  floor  bedroom  to  accommodate  his  wheelchair,  and 
installed  ramps  in  the  house  and  on  the  porch. 

In  general,  however,  there  is  an  insufficient  supply  of 
suitable  housing  for  persons  with  disabilities  in  the 
Commonwealth. 

Financial  assistance  is  another  constraint.  Medicare, 
Medicaid,  and  many  insurance  companies  may  refuse  to 
cover  special  adaptive  equipment  such  as  hearing  aids, 
leg  braces,  and  wheelchairs.  Insurance  policies  often  do 
not  cover  travel  expenses  for  medical  care,  a  special 
problem  for  those  living  in  rural  areas.  Some  persons 
with  disabilities  learn  that  they  cannot  get  Medicaid  or 
insurance  coverage  at  all,  or  that  there  are  income  limits 
on  eligibility,  forcing  them  to  reduce  their  work  hours  or 
take  substantial  pay  cuts  in  order  not  to  lose  their 
benefits.  These  restrictions  cause  obvious  hardships  for 
any  person  living  with  a  disability. 

Persons  with  more  severe  disabilities  also  need 
personal  care  attendants  (PCAs)  for  such  personal 
functions  as  dressing  and  grooming,  or  for  household 
chores  like  shopping,  cleaning,  cooking,  laundry,  and 
paying  bills.  A  few  adults  with  disabilities  even  need 
emergency  back-up  help. 

Mary,  a  social  worker  with  cerebral  palsy  and  very 
severe  physical  impairments,  has  lived  an  independent 
life  with  the  aid  of  her  husband  (who  is  also  disabled), 
personal  care  attendants,  and  emergency  back-up  help. 
She  comments: 


"I  would  like  to  see  a  better  pool  of  PCAs  [to]  call 
on....  It's  very  difficult  to  get  someone  on  short  notice.... 
Here's  an  example....  My  husband  and  I  were  guest 
speakers  at  Boston  University  Medical  Center....  So  I 
called  one  of  my  backups  (when  my  regular  weekend 
help  could  not  come)  and  she  came  early  in  the 
morning  to  help  me  get  dressed  and  put  on  my 
makeup." 


The  PCA  drove  Mary  and  her  husband  to  the  Medical 
Center,  remained  for  the  lecture,  then  drove  the  couple 
home  and  made  them  their  lunch. 

A  number  of  persons  with  disabilities  who  are  now 
living  independently  fear  that  as  they  age  they  will  lose 
their  independence  and  become  institutionalized.  The 
woman  pictured  and  quoted  on  the  left  proposes  a 
creative  solution  to  this  problem.  She  advocates 
development  of  congregate  living  arrangements  for  non- 
retarded  persons,  run  by  the  residents  themselves. 
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Working 

Deaf  persons,  observes  Bob,  who  is  himself  deaf,  are 
"either  employed  in  low  skill  jobs  or  jobs  related  to 
other  deaf  people."  Bob  has  a  degree  in  chemistry,  but 
says  he  could  not  get  a  job  in  his  field  because  of  his 
disability.  Today  he  is  a  college  career  counselor  for 
special  needs  students. 

On  the  other  hand,  Claire,  a  44  year  old  woman  with 
epilepsy,  is  a  successful  technical  writer  and 
documentation  coordinator.  "I  chose  an  occupation 
where  I  can  have  very  flexible  hours,  or  I  can  work  part 
time  at  home,  or  where  other  people  will  be  able  to 
continue  working  if  I  have  a  seizure,"  Claire  says.  She 
notes  that  not  all  employers  would  accept  her  physical 
limitations;  her  job  search  had  been  difficult.  "But  I  was 
able  to  find  all  the  things  I  need,"  she  says  "which  is  an 
understanding  employer  and  an  occupation  that  I  can 
pursue  pretty  independently." 

She  adds  that  she  has  had  to  teach  her  supervisors 
and  co-workers  about  epilepsy,  and  has  explained  what 
to  do  when  she  has  a  seizure.  Claire  had  hoped  to 
minimize  the  impact  of  her  condition  on  her  work  and 
on  her  relationships  with  co-workers. 

Claire  does  need  special  assistance  for  some  tasks, 
however.  Due  to  her  learning  disability  she  relies  on 
assistance  for  any  tasks  requiring  arithmetic. 

Stephen,  a  thirty-four  year  old  man  with  muscular 
dystrophy  faces  other  dilemmas.  He  says  he  is  not 
working  and  not  looking  for  work.  His  decision  stems,  in 
part,  from  very  low  expectations  he  has  for  himself.  But 
he  is  also  afraid  that  if  he  works  he  will  lose  his 
benefits — a  concern  raised  by  others  in  this  survey. 


Transportation 


Adults  with  disabilities  who  struggle  to  live 
productive,  independent  lives  face  a  variety  of 
impediments— but  few  quite  as  frustrating  as 
inadequate  transportation. 

Mass  transit  in  Boston  is  an  imperfect  system,  as  any 
MBTA  rider  will  quickly  attest.  Routes  and  schedules  are 
often  inconvenient,  especially  for  people  who  do  not 
commute  directly  to  downtown  Boston;  and  commuters 
must  face  frequent  breakdowns  or  other  interruptions  of 
service. 

Claire,  the  ambitious  business  woman  with 
uncontrolled  epilepsy,  left  a  good  job  in  one  of  Boston's 
high  tech  suburbs  because  she  spent  more  than  three 
hours  a  day  commuting  to  and  from  work  on  buses. 
Another  woman  with  visual  and  hearing  impairments 
reports  that  she  ends  up  in  the  wrong  subway  stations 
when  the  announcements  of  stops  are  garbled  on  a 
malfunctioning  public  address  system.  A  man  with 
muscular  dystrophy  cites  frequent  equipment  failures  as 
his  reason  for  giving  up  on  the  MBTA  altogether.  He 
adds: 

"The  subway...was  barely  accessible  out  where  I  lived 
in  Medford.  I  would  go  to  the  Mall  and  then  stop  and 
ride  the  escalator  up,  which  was  kind  of  a  tricky 
procedure.  And  then  I  could  only  get  off  at  certain 
stations.  I  could  get  off  [the  Orange  Line]  at 
Washington,  go  up  to  Park  Street  [on  the  Red  Line], 
and  take  the  elevator  to  the  surface.  fSometimes]  the 
elevator  was  broken  down,  so  then  I  would  have  to  go 
to  a  different  station.  Often  the  station  which  was 
closest  to  the  place  that  I  wanted  to  go  didn't  have  a 
way  of  getting  to  the  surface." 

Few  of  the  participants  in  this  survey  speak  favorably 
of  The  Ride,  an  alternative  means  of  mass  transportation 
for  persons  with  disabilities.  One  woman  with  epilepsy 
and  speech  problems  says  she  was  ruled  ineligible  for 
The  Ride  because  she  was  insufficiently  disabled.  Yet 
she  cannot  drive  or  use  regular  mass  transit.  Several  who 
do  rely  upon  The  Ride  note  that  its  service  area  is 
geographically  limited.  Many  complained  of  scheduling 
problems.  For  example.  The  Ride  won't  wait  for  patients 
delayed  in  a  physician's  office.  On  the  other  hand  The 
Ride  itself  is  unreliable.  It  is  quite  often  late. 


Conclusion 

The  people  who  shared  their  experiences  in  this  study 
reported  some  successes  and  a  number  of  difficulties. 
Although  the  communities  of  the  Commonwealth 
provide  a  variety  of  services  for  people  with  disabilities, 
all  too  often  the  needed  assistance  is  hard  to  find,  hard 
to  acquire,  or  simply  not  available. 

The  experience  of  raising  a  child  with  a  disability 
begins  with  shock  and  uncertainty.  Parents  encounter 
medical  professionals  who  deliver  bad  news  and 
confirm  their  fears,  yet  provide  little  help  in 
understanding  or  coping  with  the  problems  they  and 
their  children  face.  Initial  support  and  access  to  services 
may  come  through  an  Early  Intervention  program,  but 
finding  such  a  program  often  requires  persistence  and  a 
measure  of  good  luck. 

In  most  cases  it  is  the  mother  who  takes  on  the  many 
responsibilities  of  acting  as  advocate,  therapist,  case 
manager,  recreation  counselor,  companion,  parent,  and 
sometimes  family  bread  winner— a  twenty-four-hour-a- 
dayjob  with  little  relief.  Respite  care  is  sorely  needed, 
but  services  are  limited  and  finding  qualified  respite  care 
workers  is  yet  another  difficult  chore  for  parents  to 
manage. 

When  children  enter  school,  they  gain  access  to  the 
variety  of  services  that  schools  are  obliged  to  provide. 
Yet  in  the  schools  parents  encounter  additional 
bureaucratic  challenges  that  must  be  overcome. 

Growing  older  brings  changing  needs,  yet  difficulties 
in  getting  assistance  persist.  Some  adults  remain  at 
home  in  the  care  of  their  parents.  These  parents  describe 
the  need  to  provide  both  vocational  and  recreational 
opportunities  for  their  maturing  children.  Vocational 
programs  provide  skills  and  hope,  despite  the  fact  that 
the  training  is  often  unchallenging  and  future  vocational 
prospects  seem  dim.  Recreation,  parents  say,  offers  their 
children  much  needed  fellowship,  but  facilities  tend  to 
be  inaccessible  and  special  programs  hard  to  find. 

As  they  grow  older  themselves,  parents  of  persons 
with  disabilities  often  face  the  deeply  troubling 
uncertainty  of  finding  their  children  new  homes.  The 
residential  placements  that  agencies  provide  are  too 
frequently  inappropriate.  Finding  homes  for  their 
children  has,  in  some  cases,  required  dramatic  efforts  by 
parents. 

Adults  with  disabilities  who  live  independently  face 
distinct  challenges.  Living  idependently  may  require 
special  household,  personal  care,  and  other 
arrangements  such  as  ramps  for  the  wheelchair  user  and 
flashing  lights  on  smoke  detectors  for  the  person  with  a 
hearing  impairment.  These  things  are  costly,  money  is 
usually  lacking,  and  public  and  private  insurance 
provides  little  coverage.  One  person  suggests 


congregate  living  arrangements,  run  by  the  residents 
themselves,  as  a  solution  both  for  these  practical 
problems  and  for  the  isolation  that  may  come  with 
living  alone. 

Working  also  poses  difficulties  for  independent  adults. 
A  disability  is  likely  to  limit  a  person's  choices  in  finding 
challenging  and  rewarding  employment.  Finally, 
transportation  is  persistently  difficult:  buses  and  subways 
are  usually  inaccessible  while  special  transporation 
services  tend  to  be  undependable. 

What  does  this  all  mean  for  policy  makers?  Various 
advocates  for  people  with  disabilities  have  called  for  a 
coherently  structured  service  delivery  system  that  is 
locally  available  and  accessible.  Such  a  system  would 
have  a  single  point  of  entry  and  provide  continuity  of 
assistance  as  people  grow  older  and  their  needs 
change.  One  suggestion  is  to  institute  a  case 
management  system  that  would  integrate  relevant 
agencies  and  provide  flexible,  coordinated  services, 
while  respecting  the  competence,  autonomy,  and 
dignity  of  citizens  with  disabilties. 
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Where  Study  Participants  Reside 


Where  Study  Participants  Reside 

Number  of 
Community  Participants 

Boston 3 

Allston 1 

Brighton 4 

Dorchester 2 

Jamaica  Plain 

Roxbury 

Brookline 

Chicopee  

East  and  West  Falmouth 3 

Fitchburg 

Gloucester 

Leominster 

Ludlow 

Lynn  

Maiden 

Marstons  Mills 

Nantucket 

New  Bedford 

Newton 

Pittsfield 4 

Somerset 

Stoughton 

Swampscott 

Vineyard  Haven 

Wakefield 

Watertown 

Wellesley 

West  Springfield 

Williamstown 

Wlmington 

Worcester 

Total 50 


Disabilities  Reported 
By  Study  Participants 

Number  of 
Type  of  Disability         Participants 

Speech  and  language  impairment 28 

Orthopedic  impairment 21 

Cerebral  palsy 20 

Specific  learning  disability 19 

Mental  retardation 17 

Epilepsy 14 

Hearing  impairment 10 

Other  neurological  impairment 10 

Visual  impairment ]0 

Social  problem 9 

Emotional/ psychiatric 7 

Head/spinal  cord  injury 6 

Autism 3 

Spina  bifida 3 

Muscular  dystrophy 2 

Undiagnosed  impairment 2 

Other- 
Side  effects  of  medications 

Renal  failure 

Osteogenesis  imperfecta 

Tactile  defensiveness 

Prematurity 

Quadraplegia 

Scoliosis 

Ankylosis 

Tubular  sclerosis 

Cardiac  problems 

Impairments  of  aging 

Note:  A  total  of  the  right  column  would  be  greater  than  50  because 
two-thirds  of  the  participants  reported  more  than  one  disability. 


